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Abstract
Background Much has been written about public involvement (PI)
in health and social care research, but underpinning values are
rarely made explicit despite the potential for these to have signiﬁ-
cant inﬂuence on the practice and assessment of PI.
Objective The narrative review reported here is part of a larger
MRC-funded study which is producing a framework and related
guidance on assessing the impact of PI in health and social care
research. The review aimed to identify and characterize the range of
values associated with PI that are central elements of the framework.
Methods We undertook a review and narrative synthesis of diverse
literatures of PI in health and social care research, including twenty
existing reviews and twenty-four chapters in sixteen textbooks.
Results Three overarching value systems were identiﬁed, each
containing ﬁve value clusters. (i) A system concerned with ethical
and/or political issues including value clusters associated with
empowerment; change/action; accountability/transparency; rights;
and ethics (normative values). (ii). A system concerned with the
consequences of public involvement in research including value
clusters associated with eﬀectiveness; quality/relevance; validity/
reliability; representativeness/objectivity/generalizability; and evi-
dence (substantive values). (iii) A system concerned with the con-
duct of public involvement in including value clusters associated
with Partnership/equality; respect/trust; openness and honesty;
independence; and clarity (process values).
Conclusion Our review identiﬁed three systems associated with PI
in health and social care research focused on normative, substan-
tive and process values. The ﬁndings suggest that research teams
should consider and make explicit the values they attach to PI in
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research and discuss ways in which potential tensions may be
managed in order to maximize the beneﬁts of PI for researchers,
lay experts and the research.
Introduction
Definition of public involvement (PI)
We have adopted the following deﬁnition of
public involvement: the conduct of ‘research car-
ried out “with” or “by” members of the public
rather than “to,” “about” or “for” them’.1
Although we recognize there is no consensus, in
this paper we have combined ‘involvement’ with
the generic term ‘public’, to denote the range of
people potentially involved as collaborators in
research. This could comprise particular popula-
tion groups such as older or young people or ca-
rers, as well as patients and/or service users.
Background
Arguments in support of the involvement of the
public in health and social care research have
been characterized as normative or substan-
tive.2 Normative arguments reﬂect ethical and/
or political concerns. They consider involve-
ment as an end in itself, related to values such
as rights, justice, fairness and democracy.3 In
the UK, the public funding of the National
Health Service and much research raises ques-
tions of public accountability.4 Public involve-
ment is also often justiﬁed normatively as a
route to empower individuals or groups.5,6
Substantive arguments focus on the conse-
quences of public involvement. Here, involve-
ment is presented as a means to an end, such
as the quality, validity, relevance and/or utility
of research. These arguments emphasize the
contribution public involvement may make to
research including prioritizing diﬀerent research
questions and outcomes; increasing recruitment
and improving retention by ensuring research
processes are accessible; and assisting with
recruitment of participants, data collection,
data analysis and dissemination.7,8
These arguments reﬂect the complex histori-
cal development of popular movements for
greater involvement in research and wider deci-
sion making. For example, the disability move-
ment in the late nineteen seventies and early
nineteen eighties emphasized ‘rights’, modelling
itself on the feminist movement and the black
civil rights movement.9 In contrast, the mental
health involvement movement has a diﬀerent
history and emphasized service users’ status as
‘experts by lived experience’.10 More recently,
the debate has been framed in consumerist
terms.11 This plethora of values is further elab-
orated in principles of best PI practice set out
in various guidelines in countries such as the
USA,12 Canada,13 Australia14 and the UK.15
These principles typically highlight ethical val-
ues (such as respect for the diversity, rights
and autonomy of the public involved)16–21, the
clarity and transparency of involvement pro-
cesses, and the general accessibility and ﬂexibil-
ity of research designs.22–27
To our knowledge, there has been no previous
research explicitly exploring the values about PI
held by those involved in health and social care
research. However, a survey by the UK Social
Policy Association asking 250 members to rank
research quality criteria gives an indication of
the values held by researchers in this ﬁeld. Val-
ues-related quality indicators such as transpar-
ency (87.8%), patient safety (66.1%), ethical
standards (57.8%) and objectivity (43.7%) were
rated very highly. In contrast, 35.7% of respon-
dents felt that it was ‘very important’ that ser-
vice users are consulted about research aims and
objectives, 24.9% felt that it was ‘very important
that service users were involved appropriately in
all stages of research and 21.4% felt that it was
‘very important’ that research has the potential
to empower service users.28
Although previous writers have identiﬁed
diﬀerent value systems associated with public
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involvement in health and social care
research,29–31 the values operating in this ﬁeld
have not been comprehensively mapped. Such
a mapping is an important prerequisite for
the development of a better understanding of
the impacts of public involvement in health
and social care research and the factors shap-
ing these impacts. As the SPA study
described above suggests, the values research-
ers and members of the public hold in rela-
tion to PI in research are likely to aﬀect the
involvement approaches adopted and hence
the kind of impacts this involvement is likely
to have.
Defining values and norms
For the purpose of our review, we adopted the
following deﬁnition of values: the established
collective moral principles and accepted stan-
dards of persons or a social group; principles,
standards or qualities considered worthwhile or
desirable. It was also important to be able to
distinguish values from closely related but dif-
ferent concepts particularly that of ‘norms’.
Hence, we adopted the following deﬁnition of
norms as ‘the rule or standard of behaviour
shared by members of a social group to which
each member is expected to conform’.32
Norms are more speciﬁc than values and
vary depending on both context and frame of
reference. For example, while honesty is a
value, the ‘rules’ deﬁning honest behaviour in a
particular situation are norms and these norms
may vary across social groups. The value of
‘clarity’ provides an example of this relation-
ship in the context of PI in health and social
care research. We all would probably agree
that clarity of communication between
researchers and members of the public/service
users is an essential principle for successful
public involvement in research. A related norm
or standard of behaviour often highlighted in
guidance on good practice in PI22–27 is the
requirement for terms of reference and/or role
descriptions for researchers and public repre-
sentatives that clearly spell out communication
pathways.
The aim and objectives of the review
The aim of the review reported here was to
identify and characterize the range of values
associated with PI in health and social care
research. The review ﬁndings contributed ﬁrstly
to a Delphi exercise exploring areas of consen-
sus and conﬂict between diﬀerent values and
secondly to the development of a framework
and associated guidance on assessing the
impact of PI in research.
The review objectives were to:
1. Search diverse literatures to identify a pur-
posive sample of texts relating to PI in
health and social care research.
2. Undertake a thematic analysis of a sample
of retrieved texts to develop an initial cod-
ing frame for extracting data on values.
3. Extract value statements from a ﬁnal sample
of texts.
4. Conduct a narrative synthesis to identify
relationships between the values identiﬁed.
Review methods
Our review focused on existing reviews of
empirical research and research methods text-
books. In order to accommodate this diversity,
which contained both qualitative and quantita-
tive data, we adopted a narrative approach to
synthesis and used a number of analytical
tools, including concept mapping33.
Public involvement in the review
The public was involved in the review process
in a number of ways. Two service-user investi-
gators on the research team (DM and TR)
contributed to the exploratory searches, devel-
opment of codes and other group discussions
and to the synthesis. The review process and
ﬁndings were discussed with members of our
project public advisory group and our advisory
network, who had experience of being involved
in health and social care research. Members of
the Peninsula Public Involvement Group (Pen-
PIG), a group supported by the NIHR-Collab-
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oration for Leadership in Applied Health
Research and Care in the South West Penin-
sula,34 also helped to write a lay summary and
a jargon buster for the review.
Search strategy
Our challenge was to develop a sampling strat-
egy that allowed for the identiﬁcation and
selection of a diverse yet manageable sample of
documents. We employed both comprehensive
and purposive sampling methods, focusing on
two strands of literature: existing reviews of
public involvement in research, and textbooks
on health and social care research.
We applied the following inclusion criteria:
Literature from textbooks was included if:
• There was a separate paragraph containing
critical analysis or reﬂection on public
involvement in health and social care
research.
• There was some reference to at least one of
the following: deﬁnition, conceptualization,
methods, process, measurement, impacts,
outcomes of user involvement in health and
social care research.
• It was written in the English language, at
any time.
Literature for the review of reviews was
included if:
• It was a systematic or non-systematic review.
• It was related to PI in health or social care
research (user not subject of research).
• It was written in any language at any time.
As the purpose of the exercise was to extract
data about values, irrespective of any method-
ology used, it was not necessary to conduct
critical appraisal of study quality.
We used the following search strategies for
the diﬀerent literatures:
1. A comprehensive review of reviews of
empirical research:
We used the generic and research-speciﬁc
part of a search strategy from a Cochrane
Review on methods of consumer involvement
in developing health-care policy and research35
(see supplementary online material), to screen
the Pubmed/MEDLINE, Embase, PsycInfo,
ISI Web of Science, ScienceDirect, Wiley, AS-
SIA and Cochrane databases for reviews of PI
in health and social care research. These
searches were conducted between February and
May 2011 and had no limitation with regards
to time periods of publications. We further
hand-searched the INVOLVE, Social Care
Institute of Excellence (SCIE) and NIHR
Health Technology Assessment libraries
(including Mental Health Research Network)
as well as the online libraries of several non-
governmental organizations (James Lind Alli-
ance, Joseph Rowntree Foundation, Associa-
tion of Medical Research Charities, User
Involvement in Voluntary Organizations –
Shared Learning Group, Folk. Us, TwoCan
Associates). Further, elements of the search
strategies included reference chaining, hand-
searching key journals (Health Expectations,
Health Policy, Int J Cons Studies, Soc
Sci&Med, Int J Technol Assess Health Care, J
Comm&Appl Soc Psych, Sci Techn & Human
Values, Brit J Soc Care, BMJ, Biomed Central
Journals), consulting with experts in the ﬁeld
and targeted web searches.
2. Review of a purposeful sample of text-
books:
This element of the review included a pur-
poseful sample of textbooks focusing on PI in
health and social care research (books, edited
books – particularly introductory or overview
chapters therein). Library catalogues of two
universities were searched with the separate use
of the generic search terms of ‘user’, ‘lay’, ‘con-
sumer’, ‘community’, ‘public’, ‘involvement’,
‘engagement’, ‘participation’ and ‘research’ and
a sample of relevant textbooks identiﬁed.
Data extraction
Statements or phrases which were consistent
with our deﬁnition of values were extracted
from an initial sample of retrieved literature
and grouped thematically. These thematic
groups were reviewed and reﬁned in an itera-
tive way with members of the review team.
This process resulted in a coding frame and a
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set of coding rules, which were used to extract
data from the full set of included texts (see
coding rules and examples of data extraction in
supplementary online material).
Data synthesis
A conceptual mapping approach, as described
by Popay et al.,33 using the mind-mapping
software Inspiration 9.0 and Microsoft Excel
was used for data synthesis. The mapping was
used to identify relationships between value
statements with elements of shared or common
meanings or which co-occurred. We also
applied discrete measures of the quantity of co-
dings (the number of times a certain keyword
was mentioned/coded) to our ﬁnal synthesis.
The individual value codings were identiﬁed
based on our deﬁnition of values and were ﬁrst
grouped and clustered around a single value
keyword (see example for the value key word
‘commitment’ in Figures 1 and 2). All the co-
dings related to this speciﬁc value were then
listed and combined into a description or deﬁ-
nition based on the various characteristics
speciﬁed in the statements. A description
encapsulating these codes was produced using
texts which elaborated the value.
This preliminary synthesis of individual
value clusters formed the basis for a ﬁnal syn-
thesis of value systems – that is, consistent
clusters of values – which are described in the
Results section below.
Assessing the robustness of the synthesis
We included critical reﬂections on the synthesis
methods used and the assumptions made at
various points in the process by the team of
reviewers and the wider project team. All co-
authors contributed to exploratory literature
searches and several iterations of data coding
exercises to reﬁne our coding frame, coding
rules and data synthesis. Additionally, in order
to establish the trustworthiness of the synthesis
product, we validated our preliminary and ﬁnal
ﬁndings with our public advisory group (PAG)
on ﬁve separate occasions. The PAG feedback
and the team’s critical reﬂections led to revi-
sions in the grouping and description of values.
Commitment of
commissioning   
organisation to   
PI
Commitment of
funders  to PI
Commitment of
researchers to   
building
relationships  
Commitment of
service users   
to act on
results of   
research  
Commitment to
each other  
Commitment to
the project  
Researcher's   
commitment to
sharing power   
and control   
with service   
users  
Researcher's   
personal   
commitment to
PI
Shared
commitment to
making   
research   
available and   
accessible to a   
variety of   
people
Commitment
Commitment
and support of   
the research   
team to
mediate cross-  
cultural and  
power   
imbalances  
Leadership  
commitment to
involvement   
Commitment to
change  
Commitment to
mutuality  
Commitment to
address issues   
of power and   
process  
Commitment to
give the service   
user a 'voice'   
and an active   
role in research  
Figure 1 Data synthesis – mapping of
value codings on individual value level
(grouping all codings related to
individual keyword).
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We also undertook a Delphi process to further
explore diﬀering perspectives on the values
identiﬁed in the review.
Results
Forty-ﬁve previous reviews of empirical
research were identiﬁed and twenty were con-
sidered relevant, and were included in the ﬁnal
review of reviews (see supplementary online
material). Twenty-four separate chapters from
sixteen textbooks were included (see supple-
mentary online material).
In the 1679 pages of text included in these
44 documents, we coded 1530 value statements.
Value systems
Our conceptual mapping and thematic coding
produced three broad value systems:
1. A value system focused on moral, ethical
and/or political concerns associated with PI
in research, labelled ‘normative’ values.
2. A value system focused on concerns about
the consequences of PI in research, labelled
‘substantive’ values.
3. A value system focused on concerns about
the conduct of PI in research, labelled ‘pro-
cess’ values.
Table 1 shows these three overarching value
systems – normative, substantive, process –
and the 15 value clusters associated with them.
Normative value system
This section summarizes the values based on
moral, ethical or political elaborations about PI.
Empowerment
Normative values were frequently unelaborated
(i.e. mentioned in a statement without deﬁni-
tion), and understandings of empowerment in
particular vary notably.36–39 Empowerment
was broadly discussed in the literature as a
model or approach that is historically
grounded in emancipatory or disability
research and informed by a social democratic
practice that seeks to overcome discrimination
and oppression.38,40–44 Some approaches seek
to measure this elusive concept through a
number of speciﬁc variables, such as the num-
ber and type of people or communities
involved, the number of opportunities for
involvement, the degree of involvement in deci-
sions made, or the training or other resources
for support that were available.8 We came
across many competing deﬁnitions, and there
were recurring personal and essentially
political themes that stressed a transfer of con-
trol, self-help, a right to representation and
accountability.38,45–48
Rights
The literature emphasized the mandate of PI
as an intrinsic value per se, as the right to
inﬂuence publicly funded health and social
Compassion  
Collective   
moral
responsibility  
Privacy  
Safeguard from
physical and   
emotional harm
Anonymity  
Beneficence/  
Non-
maleficience  
Confidentiality  
Ethical Values
Safety  
Dignity  
Humanity  Autonomy  
Choice  
Self-
determination
Independent
living  
Wellbeing
Figure 2 Data synthesis – mapping of
value codings on cluster level (as
extracted and grouped from statements/
paragraphs).
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care research.4,5,7,8,38,41,46,49–51 Rights were also
fundamentally linked to grass-roots move-
ments like the disability movement, and the
civil or welfare rights movement.40,45,52,53 They
were also centrally embodied as legal or civil
rights, political, social and economic rights
and responsibilities in the policy agenda of
participative democracy, citizenship and con-
sumerism.38,40,54–56 Finally, these values
appeared in professional mandates dedicated
to human rights, the right to autonomy and
social justice, and securing choice, equal
opportunities, welfare and accessibility for
service users and carers.36,38,39,45,53,57
Change/action
Normative value statements related to action and
change were most often captured in statements
about participatory or action research respond-
ing to collective and direct action and/or cam-
paigns for social and political change.37–40,46,49,58
Few of these statements were elaborated beyond
a central point about PI seeking to generate
knowledge for action or seeking to translate
knowledge into action.7,37,39,45,57 The kinds of
change that were mentioned but not elaborated
were social and political change,40,42,53 societal
and service change,56 ‘real’ change,55 policy
change,39,47 transformative change,54 user-led
change45, eﬀective change,57,59 sustainable
change,7,60 organizational change37 and commu-
nity change.60 Mention was also made of changes
in the way professionals work7 and changed pro-
cesses of research production.48 Elaborated deﬁ-
nitions described social change as leading to
increased social justice and reduced health
inequalities,43 and improved health and wellbeing
of community members.39 These deﬁnitions
emphasized social change as a form of action.7,39
Accountability/transparency
PI was often described as a goal in itself,
encouraging public accountability and trans-
parency about research.8,35,37,39,45,46,61,62 Based
on our codings, accountability could be
deﬁned as a value that clariﬁes the relation-
ships between the research and wider society.
Public or professional accountability and pro-
Table 1 Value systems and value clusters
Normative value system: focused on moral,
ethical and/or political concerns associated
with PI in research
Substantive value system: focused on
concerns about the consequences of
PI in research
Process value system: focused on
concerns about the conduct of PI
in research
Empowerment:
Transfer of control, self-help, seeking to
overcome discrimination and oppression.
Effectiveness:
PI to actually have an effect on
research and implementation.
Partnership/Equality:
Sharing power and decisions in
equal, reciprocal, and
collaborative PI processes.
Rights:
Refers to PI being of intrinsic value, about
the fundamental human right to have a
say.
Quality/Relevance:
Increasing the quality, relevance,
appropriateness and credibility of
research through PI
Respect/Trust:
Respecting diversity, values, skills,
knowledge, and experience in
mutually beneficial PI processes.
Change/Action:
The idea of generating or translating
knowledge into action in order to incite
change.
Validity/Reliability:
Processing reliable, valid, and
rigorous knowledge through PI.
Openness/Honesty:
Processes and attitudes being
open, honest, flexible, and
committed to PI
Accountability/Transparency:
Public accountability and transparency
about research and PI.
Representativeness/Objectivity/
Generalisability:
Creating representative, objective,
and generalisable knowledge
through PI.
Independence:
Processes, facilitation, and
evaluation being independent.
Ethical values:
Ethical awareness in order to protect
from harm.
Evidence base:
Generating a substantial, consistent,
comparable and replicable evidence
base about PI.
Clarity:
Purpose, processes,
communication, and definition of
PI being clear.
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cedural transparency of the researchers,
research team, the general research commu-
nity, or the project to the research
participants, consumer representatives, com-
munity members and public was empha-
sized.8,36,37,49,51,57 This value also referred to
the general accountability of research fund-
ing – especially in a context of transparent
public spending, market orientation and
managerialism.7,8,37,38,40,46,51–53,57
Ethical values
This value cluster includes established profes-
sional codes of ethics that generally encourage
the maintenance of an active, personal and
disciplinary ethical awareness.4,8,42–44,46 Fur-
ther ethical values that emerged from such
professional mandates focused on auton-
omy,36–38,63 self-determination and choice,
which could be broadly deﬁned as the capac-
ity of individuals and groups to chart their
own courses.37,38,45,56,57,64,65 The value state-
ments identiﬁed further stressed the shared,
collective responsibility of researchers to estab-
lish processes associated with PI in research
that assure the beneﬁcence, wellbeing, human-
ity and dignity of all those
involved.38,39,43,45,46,57,59,60 This resonated with
other ethical values that stress patient safety
(mental and physical) and that seek to protect
participants from potential harm as the result
of PI in research.7,40,63 Conﬁdentiality and pri-
vacy were further ethical values that were
mentioned in this context.7,37,61
Substantive value system
This section summarizes value clusters that
provide statements related to the consequences
of PI.
Eﬀectiveness
As with some of the value clusters described
above (e.g. empowerment), value statements
associated with eﬀectiveness covered a range of
meanings. One meaning of this term refers to
the eﬀectiveness of PI.8,51,57,63,64 In the litera-
ture, eﬀective PI is presented as leading to
increased quality, relevance and impact of
research,4,5,51 eﬀective dissemination of
research ﬁndings,60,65 appropriate eﬀects on
policy and practice,37 eﬀective user-led
change,43 a more eﬀective health-care sys-
tem46,63 and better health outcomes.37,57
Quality/relevance
This value cluster focused on the increased
quality of research resulting from PI.8,35,49,51 PI
is said to improve the quality of research in
several ways, for example, by generating
research of higher methodological or ethical
quality,37,57 by increasing the quality of data
collected,8,39 possibly by using peer interview-
ers,7 by improving the readability and quality
of information for research participants5 and
by providing a better description of the local
context, which in turn leads to improved repli-
cability, conceptual robustness and explanatory
utility.39 This value cluster further resonated
with statements about research quality assess-
ment, the evaluation of the quality of involve-
ment8,39,60,66 and potential value conﬂicts in
conceptualizing what is considered qual-
ity.8,46,51
Other dimensions of research quality identi-
ﬁed in this value cluster included improvements
in the relevance,4,5,37,47,51,61 credibility,7,55,61
meaningfulness and appropriateness of the
research.7,37,51,67 In the cases where this was
further elaborated, relevance refers to a better,
more holistic and responsive focus on patient
needs and preferences,4,7,8,38–40,45,46,49,52,59 –
and therefore to the health system as a
whole,56 asking research questions relevant to
the public,7,8,37,51 developing research tools
which are more meaningful, culturally relevant,
sensitive or appropriate to the public,4,39,51,57
producing health research of greater clinical
relevance35 and producing ﬁndings that are
more relevant to practical decisions made by
service users and those caring for them.37
Validity/reliability
This value cluster is elaborated in discussions
of methodological and statistical practices
involved in the reliability and validity of
8
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assessment tools and measurement instru-
ments.4,5,8,57 Speciﬁcally in this context, value
statements referring to the beneﬁcial impact
of PI on the validity and reliability of the
developed measures7,39,55 and of the collected
data and the interpretation of ﬁndings were
very common.7,8,46,49,56,68 Validity was also
often used in debates about the nature of
knowledge claims.42,46,50,58 This included
arguments about a hierarchy of evidence and
conﬂicting interest and beliefs about generali-
sable or positional knowledge.39,46,69 With
regard to these debates, value statements
elaborated what are considered to be tradi-
tional scientiﬁc research values like neutrality
and distance.40,42,44,53,54,64,69 In this context,
scientiﬁc quality, rigour and consistency
appeared to be a central feature of the cul-
ture of academic, practice and policy commu-
nities.4,5,8,37,44,46,49,50,65,69
Representativeness/objectivity/generalisability
Representativeness arose as a substantive value
in the context of statements about population
sampling and statistical analysis.5,37,39 It fur-
ther appeared in assessments about the degree
to which the study sample was representative
of the larger population .70 Linked to this,
value statements included in this cluster mostly
occurred in the context of discussions about
the representativeness of the members of the
public actually involved in the research pro-
cess4,5,40,45,46,54,55 and how they might be
biased,8,38,43,51 thus aﬀecting the scientiﬁc rig-
our or objectivity of the study.4,61 Frequently,
statements questioned whether the public
involved were representative of the community
being studied because of selectively involving
certain people or because of the diﬃculty in
recruiting people from ‘seldom heard
groups’.4,5,8,40,46,65,70
Evidence base for PI in research
This value cluster was elaborated in numerous
statements about the need to strengthen the
quality of the evidence base about what
constitutes best practice in PI, good research
management and consistent and robust ways of
assessing and reporting the impact of PI on
research processes and outcomes.4,5,7,8,36,46,54
This was especially elaborated in discussions
about the lack of consistency,7,37,51,57 compara-
bility37,57 and replicability39 in quality assess-
ment of PI and its processes and in PI-related
literatures and reporting.8 This value was often
incorporated into statements about best prac-
tice in PI and about criteria for identifying
high-quality, consistent and rigorous research
and methods.7,8,57 Elaborations of these values
also surfaced in normative debates about
knowledge, epistemologies and hierarchies of
evidence.37,40,43,44,46,55 In this context, emphasis
was laid on a creative and innovative research
environment which was deemed instrumental
to the development of a multi- or transdisci-
plinary evidence base.37,39,45,51,55,57,63,65,68
Process value system
The value clusters included in this system
mainly arose in elaborations about best prac-
tice in PI in research and relate to the pro-
cesses or the ‘doing’ of involvement.
Partnership/equality
Partnership referred to interpersonal relation-
ships between academics, researchers and
sometimes health-care professionals on one
hand and service users, consumers and/or
community members on the other.7,38,57 A key
value informing such partnerships was often
described as equality.7,36–40,42,49,52,61,71 This
involves academics and researchers sharing the
power they normally hold over the nature of
what is researched.8,38,40,43,45,63 Equitable part-
nerships were deﬁned by a gradation of
shared responsibility negotiated in collabora-
tive and cooperative decision-making environ-
ments.7,8,37,39,40,57,60,64,68 These partnerships, in
which equal weight is given to all views,36,37
were discussed as being based on principles of
mutuality and reciprocity7,37,47,57 and a gen-
eral ethos of reﬂexivity and learning from
each other.8,37–39,44,57 They were often
described to require building and sustaining
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over time so that all parties understand one
another.7,37,46
Respect/trust
Investing time and work into developing respect
and its counterpart trust was described as inte-
gral and fundamental to creating and sustaining
partnerships between all parties (users,
researchers, clinicians, funders and policy mak-
ers).7,8,42,45,46,57,72 Building trust was typically
argued to require time and was described as
central to mutually beneﬁcial and lasting rela-
tionships, partnerships and collabora-
tions.8,39,47,57,60,61 Respect was further described
as a working principle essential to successful,
sustainable group processes.7,37,56,57,63 It also
occurred in speciﬁc institutional guidance on
involvement16,20 with regard to respecting the
diversity, values, skills, knowledge and experience
of public representatives.8,38,45,54,57,63,64 In this con-
text, the value of transparency7,8,35–37,40,41
reﬂected the importance of building trust for a
collaborative enterprise between researchers and
service users.36,41,44
Openness and honesty
When considering the values individuals should
bring to PI, the need for an openness of man-
ner7,8,36–41,45,46,49,50,57,63,65,68,72 and fairness of
approach4,8,44,66 on all sides was stressed. This
would be open and responsive to new ideas,
change and advocacy and would foster an envi-
ronment of ﬂexible decision mak-
ing.37,39,45,47,57,63,73 Further, an attitude of
ﬂexibility was often stressed.37,38,41,45,49 Based
on the statements, this ideally reﬂects a com-
mitment to involvement and change on the
part of all,7,36,37,41,44,45,50,54,56,57,60,61,70 as well
as a commitment to address issues of power
and best practice.38,47,59,64 Individual awareness
and understanding and a willingness to share
opinions and experiences in an honest manner
were mentioned as being criti-
cal.7,37,39,41,43,45,50,57,63–65
Independence
Independence was mostly elaborated in terms
of independent research, that is, seeking to
produce evidence which is independent of the
particular or potentially conﬂicting interests of
researchers or members of the public
involved.37,38,45 This was stressed with regard
to data collection (e.g. using an external focus
group moderator), reviewing and evaluation
(e.g. utilizing independent reviewers of outputs,
or independent steering committees or an exter-
nal evaluation of collaborative eﬀorts).8,37,54,60
Independence in interactions was also stressed
(e.g. members of the public speaking with an
independent voice) or through working with
independent facilitators (e.g. if a trial design
process includes diﬀerent stakeholder groups
seeking consensus).4,5,8,37,61,72
Clarity
Clarity in the context of the processes of
involvement referred to aspects of the coher-
ence of communication,37,45,63,65,68 the impor-
tance of deﬁning the extent and nature of
public involvement and the purpose and
agenda of research.38,59,72 Value statements
highlighted the need for careful expectation
management that might use written statements
and information sheets, agreements about aims
and purposes, as well as role descrip-
tions.8,37,41,44,46 Speciﬁcally, clarity was men-
tioned as a guiding value in writing reports
about PI, in formulating valid survey questions
or deﬁning PI.5,8,39,50,51
Discussion
To our knowledge, this is the ﬁrst study that
explicitly set out empirically to identify and
map values associated with PI in health and
social care research. This review has produced
a new and comprehensive typology of values
represented in a broad range of texts about PI
in health and social care research. Unlike many
of the source documents, this typology explic-
itly deﬁnes the meanings of these values. The
development of the typology used an estab-
lished methodology for synthesizing diverse
sources of evidence. Our team represents a
wide range of perspectives, but any knowledge
production is informed by the perspectives of
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its producers, and other researchers might have
produced a diﬀerent synthesis.
The following challenges should therefore be
considered. Some of the values we identiﬁed
might not be perceived to be values at all. For
example, some values could be regarded as
either purposes/aims or impacts/outcomes of
involvement, that is, ‘eﬀectiveness’, ‘empower-
ment’, ‘change’ and ‘action’; expectations and
understandings about them may vary. This is
further complicated by the ﬁnding that values
mean diﬀerent things in diﬀerent contexts, for
example, quality, validity and representative-
ness.
While this review of reviews and textbooks
has identiﬁed a wide range of values, it could
not associate particular values systems or clus-
ters with particular individuals or diﬀerent
stakeholders (i.e. the question whether public
representatives and researchers ascribe to dif-
ferent or overlapping value systems). Further-
more, this cross-sectional snapshot analysis
was not able to identify any trajectories of
value formation (the reported impact of chang-
ing one’s values through involvement7 or the
possibility that values associated with PI in
research have changed over time). It will need
a further exploration of these questions in
direct exchange with individuals and stakehold-
ers.
This study provides a unique insight into a
broad and varied range of value statements
that have been synthesized into conceptually
robust value clusters and higher-order value
systems. It is an open question whether these
values always align with individuals’ actual
beliefs, attitudes and behaviour related to PI
(i.e. when using the word ‘empowerment’ with-
out elaborating its meaning). There is some
indirect evidence about attitudes, mostly how-
ever from the perspective of the research com-
munity and not the public.74,75 One recent
study, for example, concluded that health
researchers often ﬁnd themselves torn between
political imperatives to involve, strict timelines,
a competitive research environment and the
necessity of sharing power in research relation-
ships76. The values people bring to involvement
are likely to have implications for the involve-
ment process and therefore its impacts. Reﬂect-
ing and clarifying values about involvement
before researchers set out to work collabora-
tively with members of the public could there-
fore help enhance positive impacts arising from
public involvement and avoid negative impacts.
We have used the review ﬁndings reported
here to develop guidance on how researchers
can make explicit their own values-based ratio-
nale for public involvement in research and
alert them to the range of values that may be
held by members of a research team. This is
important because PI can challenge many of
the values and assumptions that academic
researchers hold. It is very likely that members
of research teams will hold diﬀerent values
about PI in research. These diﬀerences need to
be identiﬁed at the beginning of a research pro-
ject so that strategies for managing potentially
conﬂicting values both within the project team
and the wider organizational or funding con-
text can be developed. We suggest that the use
of our typology will help make explicit the dif-
ferent values held by individuals in a team,
which, if ignored, could lead to tension and
disappointment.
We hope that our systematic elaboration of
the diversity of values that may be present in
such teams will help to improve the practice of
public involvement in research.
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